Community Research for Assistive Technology

Improving Access Through Collaboration

Tools for Living: The Unmet Need for Assistive Technology

When individuals don’t have the tools they need to live, learn, work and play as independently as possible, their lives are greatly diminished. Not having a functional wheelchair means someone may not get out of bed.  Not having adapted eating utensils means depending on a human assistant to get nourishment.  These scenarios illustrate the significant barriers that people can face without the appropriate tools to function fully and contribute to their community.  Isolation, depression and greatly reduced self-esteem as well as a lack of commitment to life goals can result.  Reasons for unmet need focus on lack of funding and/or lack of knowledge as to what equipment is out there and how to get it.

Some 44.5% of the respondents to our survey indicated they had an unmet need for AT; in other words, there were AT devices that they felt they needed but did not have. * People with several different types of disabilities expressed such a need at 50% or higher, with those who are blind expressing the highest need at 67%.  Those who are unable to walk (60%) and those who are hard of hearing (57%) also expressed a high degree of unmet needs.

Why don’t people get the AT they need?

Among a survey population with very little disposable income, cost is the major barrier to overcome in getting the AT equipment needed.  Whether it is the cost itself (61% of those with unmet needs) or that insurance won’t cover it (53%), equipment remains out of reach for many Californians with disabilities.  The other major reason given is focused on not knowing where or how to actually get the equipment (45%).  People with cognitive or speech impairments were the groups most likely to cite that as a reason for unmet need, at 58% for both groups, compared to mid-40s for most other groups. 
* See back cover for survey and demographic information.

How do people pay for the AT they do acquire?

Given the median household income of $10,000 to $15,000 for the respondents to our survey, it is quite sobering to see that the first source of payment for AT is consumers and their families, at 31%.  Medi-Cal is second at 26% and Medicare pays for 19%.  The California Department of Rehabilitation (DOR) is a distant fifth, at 5.1%.  The DOR’s policy of being the payer of last resort seems to be working for the Department, but at a considerable expense to the consumers, most of whom live on an impossibly low income.  
When we look at who pays for equipment by the type of item, it becomes clear that equipment perceived as necessary for survival (i.e., ventilators, oxygen and electric wheelchairs) is more likely to be paid for by government sources such as Medi-Cal and Medicare.  
Critical equipment that is used to live independently and/or participate in the community (i.e., hearing aids, computers, white canes and adapted vehicles) is more likely to be purchased by the consumer and/or family members because government regulations only allow purchase of so-called medically necessary equipment.  The DOR as a payer becomes more visible on items that could be related to work goals.  Private insurers, while a small player in the world of funding AT, do pay for “medically necessary” equipment, as well as some of the equipment needed for independence and participation.
Call to Action
People with disabilities need equipment for more than just medical survival or to go to work.  If true independence is the goal--that is, embracing working, living and participating in the community (as opposed to just surviving and living on government benefits)--then all third party payers need to make funds available for equipment that promotes independence and participation, not just health and work.  Californians with disabilities are already shouldering much of the cost for this type of equipment, although their household incomes are very low.  With more equipment, members of the disability community could be much more independent, visible and productive.  
While funding is a major barrier, lack of information plays a role here too.  Nearly half of respondents with unmet need, and more than half of those with cognitive or speech impairments, cited lack of knowledge of where and how to get needed equipment as a reason for not having all the AT they needed.  Increased awareness among consumers and service providers of the types of AT that are available, of the benefits of using specific devices, and of ways to acquire and pay for AT could help close the enormous gap between the technology people need and what they have.

The Community Research for Assistive Technology Survey

During 2005, the Community Research for Assistive Technology (CR4AT) project of the California Foundation for Independent Living Centers (CFILC) launched a survey on assistive technology (AT) usage among the consumers of independent living centers throughout California.  AT was defined broadly to include any device or equipment used to maintain or improve functioning, including devices used for mobility, seeing, hearing, communication, and performing everyday tasks.  

A survey was mailed to 14,000 randomly selected consumers from 20 independent living centers, and 1,919 responses were received.  Respondents were given a $20 stipend for filling out the survey, which looked at demographics and socio-economic status, equipment usage and the impact it has on everyday life, barriers to getting equipment, and the benefits of AT usage in the workplace and in the community.  

People with all types of disabilities responded to the survey, with 63% reporting mobility impairments, 29% reporting mental health disabilities, 24% cognitive or other developmental disabilities, 23% visual impairments, 20% hearing impairments, 14% health-related physical disabilities, and 13% speech impairments.  A majority of respondents (55%) reported more than one type of disability.  Most respondents (81%) were working-age adults, of whom only 20% were employed.  Racial and ethnic minorities were well represented, with 17% of respondents identifying as Latino, 16% African American, 6% American Indian, and 3% Asian or Pacific Islander.  

The CR4AT project is funded by a five-year grant from the National Institute on Disability and Rehabilitation Research (NIDRR).  NIDRR provides leadership and support for a comprehensive program of research focused on improving the lives of individuals with disabilities from birth through adulthood. NIDRR Grant #H133A01702
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